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1. Introduction {#jia225023-sec-0005}
===============

This paper addresses an important research question on the role that people living with HIV (PLHIV) are playing in progress towards achieving global HIV prevention and treatment goals: What is the evidence that an emerging "therapeutic citizenship" on the part of PLHIV is having a vital, but unanticipated effect on universal HIV test and treat interventions? We present accumulated evidence and describe social processes that drive this phenomenon and its effects. First, we explain the concept of "therapeutic citizenship."

Among the contributions of Hannah Arendt\'s thought and work is her premise, presented in *The Human Condition* [1](#jia225023-bib-0001){ref-type="ref"}, that the revelation of the self occurs in the *polis*, or public realm. Human beings constitute themselves as individuals only through action and speech that can be witnessed by others: "to insert one\'s self into the world and begin a story of one\'s own" is to become fully a person. Undercurrents of Arendt\'s philosophy can be seen in the scholarship concerned with "citizenship" in relation to biomedicine, in particular to the era of HIV/AIDS. Within anthropology the term citizenship encompasses more than just the link between an individual and a nation state. Rather, it refers to a range of complex social processes through which "belonging, exclusion, duties and rights" are defined in societies [2](#jia225023-bib-0002){ref-type="ref"}. Ecks proposed the term "pharmaceutical citizenship" [2](#jia225023-bib-0002){ref-type="ref"} to describe how pharmaceuticals, for instance to treat depression, enabled a "biomedical promise of demarginalization" among stigmatized patients in India. Nguyen, in turn, proposed the concept of "therapeutic citizenship" [3](#jia225023-bib-0003){ref-type="ref"}, [4](#jia225023-bib-0004){ref-type="ref"}, moving beyond an analysis of the relationship between drugs and citizenship to draw attention to how the "story‐telling" in the political sphere undertaken by PLHIV in southern Africa has shaped the global response to the epidemic.

Broadly, this conception of citizenship vis‐à‐vis the HIV/AIDS epidemic refers to a biosocial and biopolitical process of change in people\'s identity resulting from their HIV diagnosis and social interactions with biomedical authorities. HIV organizations are seen to exert power through the resources they offer, and HIV status can be used to claim resources from public programmes or non‐governmental organizations [4](#jia225023-bib-0004){ref-type="ref"}. These organizations exert power through the discourses they promulgate about the rights and responsibilities of PLHIV; PLHIV are exhorted to claim their rights to treatment access [5](#jia225023-bib-0005){ref-type="ref"}, and to behave as "responsible" HIV citizens by adhering to antiretroviral therapy (ART) [3](#jia225023-bib-0003){ref-type="ref"} or practicing safer sex. The fashioning of therapeutic citizenship thus involves power relations and techniques, including people\'s frictions and negotiations with the "moral frameworks" or "moral economies" that govern their health behaviour [4](#jia225023-bib-0004){ref-type="ref"}, [6](#jia225023-bib-0006){ref-type="ref"}, [7](#jia225023-bib-0007){ref-type="ref"}.

Nguyen and colleagues used the concept of therapeutic citizenship to explain high levels of ART adherence in early HIV treatment projects in Africa [3](#jia225023-bib-0003){ref-type="ref"}. They also viewed the effectiveness of political activism in the HIV/AIDS era (exemplified by the South Africa Treatment Action Campaign) via the lens of therapeutic citizenship. These scholars described how PLHIV used techniques and resources derived from HIV/AIDS programmes (e.g. testimonials, or what Nancy Rose Hunt had termed the "confessional technologies" of self‐help groups), in order to fashion themselves into effective advocates. These early activists then made claims on the wider global economy of the pharmaceutical market and HIV policy architecture: "The issue of access to ART in effect simultaneously provided both a therapeutic goal and the means of sustaining the therapeutic quest. Bluntly put, skill at telling the right stories got activists drugs, and kept them alive."[3](#jia225023-bib-0003){ref-type="ref"} (p. S34). Nguyen notes that in political economies of inequality and resource scarcity, therapeutic citizenship has been bartered for resources such as life‐saving HIV medications. He argues that international public health NGOs created a market for testimonials, which became a basis for rationing treatment in West Africa; PLHIV were compelled to engage in public disclosure and self‐transformation, with those who shy away from disclosure disadvantaged by the "triage" that determined who lived or died [8](#jia225023-bib-0008){ref-type="ref"}.

More recent literature has examined favourable impacts of therapeutic citizenship on HIV care programmes. In particular, the concept has been used to inform an understanding of processes through which PLHIV in Uganda have become "responsible self‐managers" of their condition [9](#jia225023-bib-0009){ref-type="ref"}, [10](#jia225023-bib-0010){ref-type="ref"}, [11](#jia225023-bib-0011){ref-type="ref"}. Russell and colleagues (ibid.) have described processes through which, with guidance of health care providers, PLHIV reconceptualize their condition and situation more positively, and thereby motivate their self‐management, develop new social support networks and acquire skills and knowledge for emotional coping and practical self‐management tasks. In contrast, other scholarship on therapeutic citizenship has focused on ways it exerts power over them "in a Foucaultian sense, shaping patient identities to lead responsible and disciplined lives and be compliant with authorities, based on expectations about the 'right' way to behave" [9](#jia225023-bib-0009){ref-type="ref"} (p. 3). Persson and colleagues [12](#jia225023-bib-0012){ref-type="ref"}, for example examined the implications for citizenship among people with HIV who refuse or delay recommended medication in Australia. They found that "moral and normative expectations emerging in the new HIV "treatment revolution" have the capacity to both demarginalize and marginalize people with HIV" (p. 1), and argued that "pharmaceutical citizenship does not simply pull people from the edges, it also pushes them there" (p. 20). Whyte [13](#jia225023-bib-0013){ref-type="ref"} has described a disempowering form of therapeutic citizenship in Uganda, proposing the term "therapeutic clientship" to describe how PLHIV are framed as recipients of "the professional expertise provided to them by rational bureaucratic organizations" who perform for their patrons in the health system a "discipline of self‐care," "a practice encouraged by others who inspect your medicines and to whom you can display virtue."[14](#jia225023-bib-0014){ref-type="ref"} (p. 163). In their summary of literature on patient citizenship and ART, Paparini and Rhodes have argued that conceptualizations of the HIV care cascade and the scale up of ART may have accentuated a "remedicalization" of HIV and a new emphasis on individual responsibility for HIV management, muting a necessary attention to links between therapeutic citizenship and broader care and treatment demands in the context of competition for public funding and resources [15](#jia225023-bib-0015){ref-type="ref"}. This article thus references a literature that is ambivalent because of the potential of therapeutic citizenship for both empowerment and coercion, both its promise and its limits.

1.1. The hypothesis of "therapeutic citizenship" {#jia225023-sec-0006}
------------------------------------------------

This paper presents qualitative findings from two large randomized controlled trials conducted in eastern African communities. We posit that the advent of widespread testing campaigns and efforts to accelerate antiretroviral "treatment for all" in these communities has precipitated a rapidly expanding therapeutic citizenship "project." Our analysis draws upon contemporary anthropological work on therapeutic citizenship, on its context of spirituality and evangelical Christianity in Africa, as well as Goffman\'s [16](#jia225023-bib-0016){ref-type="ref"} original conceptualizations of stigma as a social process through which a person\'s identity is rendered "spoiled." In these settings, PLHIV use the resources and discourses of HIV biomedicine and its programmes to fashion a new empowered subjecthood; this social process is experienced as a particularly spiritual or even religious "redemption of the spoiled identity." We deliberately use religious or "moral‐economic" terms to describe this project, in fidelity to the language used by PLHIV in these settings. Nguyen observed in South Africa that people\'s testimonials about the benefits of using ART were often "couched in an evangelical idiom:" "living through the 'resurrection' one experiences after one has been ill and has recovered because of the drugs \[...\] only confirmed the evangelical aura that surrounds HIV and its treatments."[3](#jia225023-bib-0003){ref-type="ref"} (p.S34). Similarly, Whyte has observed that in the era of Christian revival in the post‐Amin Uganda, "being born again in Jesus and born again as an enlightened client of an ART programme were mutually reinforcing"[14](#jia225023-bib-0014){ref-type="ref"} (p. 13), and indeed that discourses of salvation, faith and hope, for example the practice of "witnessing" as part of AIDS education, were well‐established in Uganda even before the ART era.

1.2. Research Setting {#jia225023-sec-0007}
---------------------

The analysis for this paper is derived from qualitative research projects within two studies in Uganda and Kenya. Both studies, broadly, are designed to test strategies that harness the potential of ART to bring about large‐scale reductions in HIV‐related illness and to dramatically decrease the continued spread of HIV. These studies were motivated by evidence that although ART holds remarkable promise for efficacious treatment of HIV infection, as well as for large‐scale prevention through a "treatment as prevention" strategy [17](#jia225023-bib-0017){ref-type="ref"}, [18](#jia225023-bib-0018){ref-type="ref"}, [19](#jia225023-bib-0019){ref-type="ref"}, a gap exists between this potential and actual engagement in care across the cascade -- thus undermining realization of this promise [20](#jia225023-bib-0020){ref-type="ref"}.

The *Streamlined ART Initiation Strategy (START‐ART)* study (NCT\# 01810289) tested a multi‐component strategy designed to target health care workers in Uganda to accelerate initiation of ART among eligible HIV‐infected patients. This study aimed to test a clinic‐based strategy for widespread adoption of accelerated ART initiation for eligible patients, including same day start, in a "real world" health systems setting. Implemented in 20 clinics in Uganda from May 2013 to October 2014, START‐ART achieved a dramatic uptake in the proportion of patients who started ART on the same day they were found to eligible (70.8%, compared to 18.3% pre‐intervention) [21](#jia225023-bib-0021){ref-type="ref"}. The qualitative sub‐study within START‐ART explored the potential pathways for uptake of the intervention.

The *Sustainable East African Research in Community Health (SEARCH)* study is an ongoing community cluster‐randomized controlled trial (NCT\# 01864603) in 32 communities of approximately 10,000 persons each in three regions in Kenya and Uganda (334,512 persons in total), which aims to demonstrate whether a universal HIV testing and treatment ("test and treat") strategy for HIV can reduce cumulative HIV incidence and improve health, economic and education outcomes, through a hybrid mobile HIV testing approach, described in detail elsewhere [22](#jia225023-bib-0022){ref-type="ref"}. SEARCH demonstrated the effectiveness of its model for high HIV "cascade coverage," and increased population viral suppression from 45% to 81%, exceeding the UNAIDS 90‐90‐90 cascade target within two years in intervention communities [23](#jia225023-bib-0023){ref-type="ref"}. A longitudinal qualitative research study embedded within SEARCH aims to examine how the introduction of test and treat influences beliefs, attitudes and behaviours regarding HIV and, in turn, how these changes influence the uptake and success of test and treat strategies.

2. Methods {#jia225023-sec-0008}
==========

For START‐ART, the qualitative sub‐study conducted in five health care facilities that composed the third wave of the study, were representative of large and small clinics across the geographical area for the trial; two of the clinics were urban, in the complex of a national referral hospital, whereas the rest were in rural settings. In‐depth semi‐structured interviews were conducted with health care providers and patients two months prior, and seven to twelve months after the intervention was introduced in March and April 2014. The analyses for this paper were limited to interviews with individuals engaged in or overseeing ART and HIV care delivery and counselling in the clinics. These included two (2) nurses, five (5) counsellors and six (6) medical officers; as well as nine (9) PLHIV in care (peer counsellors). A total of 22 pre‐intervention and 19 post‐intervention provider interviews were conducted (three of the providers interviewed pre‐intervention had left clinics by post‐intervention). Interviews were performed by trained study staff and conducted in local languages. In this article, we present transcript excerpts of interviews with the PLHIV who worked as peer educators.

For SEARCH, various sampling and data collection methods were used, including annual observations of Community Health Campaigns (CHCs), focus group discussions with CHC attendees and in‐depth interviews. All activities were conducted by a gender‐balanced team of trained qualitative researchers from Uganda and Kenya who were native speakers of local languages, under guidance from the lead investigator. Interview data were collected at baseline (February to August 2014) with 50 health care providers, 32 community leaders and 112 members of 8 of the 32 communities. Providers were selected purposively to represent a range of cadre involved in ART delivery, community leaders were selected purposively for gender balance and composed key informants who were engaged by the study to help mobilize communities, and community members were randomly selected from a stratified random sample within SEARCH (including HIV‐positive and HIV‐negative community members). One year later (September 2014 to July 2015), follow‐up interviews were conducted with 41 of the health care providers, the same 32 community leaders and 107 of the members of the eight communities (attrition in the cohorts was due to deaths and refusals at follow‐up). Follow‐up year interview guides were tailored with individualized questions based on baseline responses. This article presents findings from interviews with PLHIV across all of these sampling categories; all excerpts are from transcripts with PLHIV. In total, across studies and time periods, 217 interviews were conducted with 166 individuals.

In both studies, data collection team members transcribed and translated audio recordings. Analyses were informed by constructivist grounded theoretical approaches (as explained by Charmaz) [24](#jia225023-bib-0024){ref-type="ref"} and selected social and behavioural theories; we used Atlas.ti software [25](#jia225023-bib-0025){ref-type="ref"}. For START‐ART, the lead investigator and study investigators and team members defined an initial coding framework and refined it a second time following a review of the data. In SEARCH, the lead investigator, project coordinator and team members collaboratively defined an analytical coding framework following review and discussion of the first sets of transcripts, and the full research team iteratively refined the framework during the continued data collection and review process. For both studies, coding of transcripts was undertaken in teams. Codes were extracted as query reports, which were reviewed and used for development of analytical memos during the theory‐construction process. This research received ethical approval from the University of California San Francisco Committee on Human Research, the Ethical Review Committee of the Kenya Medical Research Institute, the Makerere University School of Medicine Research and Ethics Committee and the Uganda National Council for Science and Technology.

3. Results {#jia225023-sec-0009}
==========

In the narratives we present, PLHIV undergo a process of "remaking themselves:" a diagnosis of HIV, whether recent or in the past, precipitates experiences of shame and self‐stigma, introduces anxieties surrounding concealment or disclosure of an HIV‐positive status, and leads to experiences of stigma, including sometimes extreme forms of enacted stigma (especially against women). Processes whereby individuals enrol in HIV care and treatment and take up ARVs that visibly renew their health and vitality, and then offer an opportunity to undertake a process through which the stigmatized identity is shed, and a transformed, valorized social identity is created via the performance of citizenship. As documented in prior scholarship, this involves public testimonials of personal experience, followed by exhortations to others to get tested, link to care and adhere to ART.

Not yet well‐documented, but apparent in our narratives, are the ways in which these processes are not dependent on the participation of PLHIV in remunerated roles in health systems or NGOs, nor on their participation in political activist or self‐help groups, nor does is it appear to be driven by specific efforts such as stigma‐reduction interventions. Rather, it is a spontaneous uptake, among PLHIV successfully engaged in care, of a publicly recognized advocacy role. This may be as a lay health worker/peer educator or counsellor, whether paid or volunteer; alternatively it is a spontaneous uptake of a more informal advocacy undertaken with family, friends, neighbours and strangers, in clinics, streets, markets, bars and churches. The independent findings that support the emergence of these themes in the data are presented below, organized by study.

3.1. START‐ART {#jia225023-sec-0010}
--------------

**"I have experience in this medicine, and now I teach others."** Results from the START‐ART study are from interviews conducted with peer educators/counsellors. These are PLHIV successfully engaged in HIV care who work in clinics supported by MJAP, the NGO working in partnership with the Ugandan Ministry of Health to deliver HIV care and treatment. They are the lowest level of cadre in clinics, with low remuneration. In many settings they provide administrative and clerical support, registering patients and tracing those lost to follow‐up, whereas in other settings (typically, in more rural clinics) they provide counselling. In more urban settings, counselling is done by a formal cadre of certified HIV counsellors, who are typically university‐trained, in contrast to the lower socio‐economic status, less well‐educated peers. Lacking other recognized expertise, the peer counsellors use the expertise they have accumulated through their own personal experience with HIV care and treatment. Critically, peers officially tasked with counselling are given the same "script" and protocol that is used by the formal HIV counsellors, which includes information about HIV testing and treatment, and advice regarding nutrition, adherence, alcohol use, safer sex and so forth; to our knowledge no entity or organization is advising peer counsellors specifically to disclose their own personal experiences with patients. Yet, as the narratives below show, the sharing of personal stories is a large part of what they do with patients. Every peer in ART programmes revealed sharing personal experiences with ART as part of counselling either in pre‐ or post‐intervention interviews. In contrast, none of the HIV counsellors reported disclosing their HIV status or discussing any personal matters with patients (including any personal experience with ART) in either pre‐ or post‐intervention interviews. Indeed, study team members report that it may be considered unprofessional for counsellors to do so, and this may be communicated in training programmes for the cadre.

**Peer counsellors said that when patients see and hear about their personal experiences, they become open to starting ART. So, they openly discussed their own experiences as a strategy to persuade the patients to enrol in care**. The peers often began this testimony with an accounting of their own CD4 cell counts, recalling their own "death to life" experiences, and offered themselves as a "social proof" of the efficacy of ART:""Now people have seen others \[on ART\], and are open to ART \[...\] I started ARVs when I had 9 CD4s, now I have 896. I tell them and they feel encouraged. \[...\] I feel so happy because I see from them where I have come from; I teach them from my experience and I encourage them and I feel proud of it. \[...\] Others worry, 'if I take this medicine, won\'t it be too strong and I die?' \[...\]. I even tell them, 'look at myself; am I dead? I am ok', and they feel strong. *(Peer counselor at small rural clinic, pre‐intervention)*" ""I comforted her and told her 'if you had seen me, I was wasted. As for you, you have 97, me I had 9.' \[...\] I showed her how I was and where I had reached." *(Peer counselor at small rural clinic, post‐intervention)*" ""I always give them a testimony. I acquired the virus long time ago--- I got it in 1988. \[...\] So I tell someone that I am in 20 years with the virus, and if I show him that I have no problem, then the person also feels strengthened." *(Peer counselor at rural, high‐volume HIV clinic, post‐intervention)*"

**The peers' personal testimonies led to a quality of interaction that was often emotionally intimate.** This, peers said, was important for patients; it may also have been helpful for peers themselves. In contrast to narratives of conversations between patients and counsellors or clinicians, peers' narratives include accounts of crying with patients. The experience of close sharing and crying with patients seemed in some instances to have been emotionally cathartic for the peers:"Now when he cried, this is when you feel that the tears have come near and then you also feel like crying, so I cried a bit, \[...\] He narrated to me that he was thinking that, now that he has acquired HIV, his time for dying has arrived. When I told him that I am 20 years and more with the virus, he became happy and said, "let me also try, so that I can also make like 20 years." \[...\] I felt good. *(Peer counselor at rural, high‐volume HIV clinic, post‐intervention)*"

It was often important to patients that the peers were actually on ARVs -- and peers sometimes felt challenged to prove it by showing their pill bottles or ART clinic identification cards:""Some of them ask me, '*Musawo* \[doctor\], I hear some of you tell us that you are on ARVs, and yet you are not. Is that true?' Now when a patient asks you such kind of question just know there is a big issue that you need to handle and explain. \[...\] So I now move with my card \[...\], such that if there is a patient who asks me such a question, I show them that card. \[...\] That will encourage them to also go and swallow their medicine well. \[...\] I tell them that, you are not swallowing this medicine for yourself alone, but also for your family..." *(Peer counselor at national referral and teaching hospital, post‐intervention)*" ""I was trying to counsel her so that she does not fail to take her medicine. I even gave her an example of myself--- I always do that, to give them courage when they seem like they are stumbling. \[...\] Some cannot even believe me. They think that we are told to lie to them so that they get strength, but I tell them I am not lying. I am on ART. Some \[believe\] myths that when you start ART, you are going to die \[...\] And I tell them, 'How come I am not dead? I am taking the same regimen like the one you have been given, it has been 6 years \[...\] and yet I am alive.'" *(Peer counselor at small but busy rural clinic, pre‐intervention)*"

**Providers across all cadre appeared to be gratified by helping people, and were strongly intrinsically motivated to provide high quality care. Peer educators seemed particularly motivated by the social valorization and respect they gained from their role in clinics:** ""\[*\[What strengthens me\]* is counseling, because if you counsel someone and he meets you and he tells you, 'you got me from far that I had gone!', that is the most important part, it is the part that motivates me. You see people respecting you." *(Peer counselor at small rural clinic, post‐intervention)*" ""Someone is sick and \[she\] brings for you a pineapple, now do you think someone can bring you such a thing when you have not done for him something? She also denies herself but she brings it for you." *(Peer counselor at small rural clinic, post‐intervention)*"

Tellingly, even in settings in which peer educators are specifically tasked with only administrative functions, they often inserted themselves in counselling roles. The following narrative describes the intervention two peers undertook when they saw a woman crying during a group pre‐test counselling session:""It was a young university lady. She came here and while she was sitting among the others, she started crying. When some of us realized it, I went over and asked her to come and we talk. \[...\] She came crying but by the time she left, she was laughing because we talked to her." *(Peer counselor at rural, high‐volume HIV clinic, pre‐intervention)*"

**Peers had repeated encounters with patients both in clinic and community settings, and often helped patients with disclosure to spouses and children, over time**. In one narrative, a peer counsellor discusses the case of a school headmaster, who on learning about his status, felt suicidal. Through repeated encounters with him at clinic and his home, the peer counsellor helped him to come to terms with his diagnosis. This counsellor discussed embracing open disclosure of her status as a way to fight stigma, and she advises patients to take the same approach:""I tell them that personally I had to deal and do away with stigma from people. \[...\] By the time you think about doing rumors about me, I will have explained my status already. \[...\] If you fall in love with this medicine, the next thing to do is to make sure you take it, and take it at the exact time we tell you to take it. The moment you accept what you are and your status, everything becomes good and even at home you get peace \[...\]" *(Peer counselor at national referral and teaching hospital, post‐intervention)*"

Peers and patients often stayed personally connected to one another and maintained their advocacy role, in both the clinic setting and in communities. It seemed they were never "off‐duty" from their responsibility for representing the ART programme:""I don\'t leave the station before I give out my telephone number and I tell them, whoever needs help should call me. \[...\] If I am not here in the clinic, patients call me all the time and not only patients of this clinic" *(Peer counselor at national referral and teaching hospital, pre‐intervention)*" ""Now at the end when he took the drugs \[started on ART\], he thought that in one month, the drugs will bother him, but they didn\'t... he called me and told me, 'what I was thinking? It\'s not the way it is-- I became fine, so there!' He said, 'the drugs, people lie about them.' *(Peer counselor at rural, high‐volume HIV clinic, post‐intervention)*"

3.2. SEARCH {#jia225023-sec-0011}
-----------

**PLHIV in Kenya and Uganda were engaging in advocacy and encouraging others to test and seek care, during baseline year of SEARCH.** While many PLHIV were living in denial, concealing their HIV status from others, or actively engaged in HIV care and treatment outside of their communities in order to avoid stigma, others were quite open about their HIV status. Their personal narratives describe influencing friends, family members and neighbours to participate in testing campaigns, make appointments to initiate ART, and adhere to medications. Many had already suffered from stigma, and reported that while stigma persisted, it was less extreme than in years past. Anticipated stigma and fears of disclosure among PLHIV were ubiquitous across regions. Yet many of those successfully engaged in HIV care at the time of interview already had been acting as strong "advocates" for HIV testing and uptake of ART:""My neighbor \[...\] was complaining that ARVS were making her feel very sick... she was thinking of not taking them \[...\] I was talking to her to encourage her to continue adhering to drugs, telling her that the side effects will not last for long. *(Female community member, married, age 25, Kenya)*" ""Those who refused to take ARVs have since died. I tell my children 'if you feel you often fall sick and you test HIV positive, please take ARVs'." *(Female community member, widowed, age 60, Kenya)*"

Interviewers asked community members, '*If someone you knew told you that they were infected with HIV, how would you react?*' and elicited accounts of the most recent conversations they had had about HIV with someone. PLHIV were affirming of others living with HIV:""If I see that you have it \[HIV\], I advise you to be strong because I am in the same situation, so we should work together to go and get treatment." (*Female community member married, age 19, Uganda)*" ""I can\'t think negatively of this \[HIV positive\] person. I can only give him advice \[...\] encourage him that "HIV is like any other disease and I too could be sick just like you \[...\] seek medical care and please adhere to care and treatment." And if he looks hesitant, then I can take a further step of making sure that I take him to the hospital. \[...\] I will make sure that he honours his appointments. I will treat him as my friend and become his buddy in treatment till he is enrolled in care and initiated into ARVs." (*Male community member, separated, age 45, Kenya)*"

SEARCH employed teams of community mobilizers to publicize the study and encourage participation in CHCs, and used a variety of strategies designed to de‐stigmatize and "normalize" HIV testing by offering it alongside multi‐disease services. Initially these strategies were met with suspicion in some communities. Data from baseline interviews suggest that while some PLHIV were remunerated for helping with mobilization, many other PLHIV voluntarily played a role in encouraging CHC attendance:""I want to tell you, that what you are doing is good \[...\] I came back home one day when my children reported that one KEMRI‐SEARCH staff tested them at home when they did not expect. One made fun; "if I knew he was coming to test, I would have ran away." They were happy with their results and I encouraged them to regularly do the tests while advising them to be good always to maintain their negative result. *(Female community member, widowed, age 41, Kenya)*" ""Even this morning I talked to somebody about HIV/AIDS. \[...\] I was encouraging another lady that it is better for her to go for the test and know her status in order to be helped early, instead of waiting." *(Female Community leader, age 44, widowed, Kenya)*"

**Narratives in follow‐up year interviews reflected an increasing openness in discussions about HIV; the content of conversations had changed.** After community‐wide HIV testing campaigns were introduced, along with facilitated linkage to care and treatment with ART for those who tested positive, the content of conversations about HIV among community members shifted away from discussions about negative attitudes towards PLHIV (even if, in the baseline year, stigmatizing attitudes were said to be already changing). In follow‐up year interviews, these conversations more often concerned decision‐making and experiences related to HIV testing and accessing ART. The beneficial effects of ART appeared to have emboldened many PLHIV to openly engage in care despite anticipated stigma. As more individuals experienced benefits of ART they engaged in advocating for others to initiate ART, and to stay in care. The following narratives illustrate participants' perceptions that PLHIV had become more open about their status in the past year:""Some people in the past stopped having stigma. These people started talking about their status openly, and this motivated others to come out of their cocoons and feel free with their status. They would say, "if so‐and‐so is disclosing her status to people, why not me? \[...\] These people were also empowered by others who had started disclosing their status freely. It is something that is slowly catching up, and these days the infected approach the newly infected who are still in hiding and they give them support by giving advice: "just be free with your status..." *(Female community leader, age 60, widowed, Kenya)*" ""You will find that at the lake one out of many is probably not in care, so majority will be talking about HIV care. Another person may take his drugs out to swallow \[at\] the time for taking it, and you hear him say, 'these days you just take your drugs in the open...there is no point of fearing'" *(Male community member, age 38, married, Kenya)*" ""I used to fear to be seen at the health facility \[...\] I would first look around so that no one ever gets to see me entering the tent \[...\] and walk around the health facility to see if there was any one that I knew. If there was none, I would proceed to the tent to receive services. But now that does not bother me at all... I thought to myself "instead of dying, I\'d rather be embarrassed." *(Female community member, aged 19, married, Uganda)*"

4. Discussion {#jia225023-sec-0012}
=============

We have found evidence of social change underway in communities in eastern Africa through the engagement of PLHIV in a therapeutic citizenship project wherein they are taking on a public advocacy role, telling their stories, encouraging community members to test for HIV, and assisting other PLHIV to enrol and stay engaged in HIV care and treatment. This finding has emerged from analysis of narratives from qualitative investigations of two large studies in eastern Africa, one implementing community‐wide HIV testing and treatment (SEARCH) and the other testing an intervention to accelerate initiation of ART among eligible HIV‐infected patients (START‐ART).

Scholarship on the concept of therapeutic citizenship in relation to HIV/AIDS, to date, largely has not been concerned with questions of what *drives* this project. We propose that this advocacy, the personal revelation of what some refer to as the "gospel of ARVs," the telling of personal stories about HIV in the public sphere of communities and actions to accompany other PLHIV on their journey into care, is driven by its power to redeem the "spoiled identity." It permits PLHIV to overcome self‐stigma, refashion their identities and regain full personhood within their communities -- as proposed by Arendt, the full personhood that is achieved through one\'s actions and speech that is witnessed by others. When we speak of the public sphere, we are referring to Arendt\'s concept of the *polis*, which is not just a physical location (the walled ancient nation‐state of Athens) but also "the organization of the people as it arises out of acting and speaking together," which does not always exist, and in which not everyone can participate. Arendt noted that in ancient Greece, women, slaves, and the "barbarians of antiquity" were excluded from the *polis*. Thus, systems of gender and other inequalities were fundamental to very notion of full personhood, which was achieved only through participation in the *polis*; and "to be deprived of it means to be deprived of reality, which, humanly and politically speaking, is the same as appearance."(p. 199) In the contemporary era, as explained by Parker and Aggleton, HIV‐related stigma acts to reinforce hierarchies of power and to systemically exclude those less enfranchised from society and render them invisible [26](#jia225023-bib-0026){ref-type="ref"}, "less than a human being." Narratives from PLHIV in communities and in clinics reveal that whether or not they were remunerated, and whether they encountered other PLHIV in clinics or in communities, PLHIV in Kenya and Uganda are taking on new roles and self‐conceptualizations that are transforming their "spoiled identity" as into a new valorized social identity, finding a moral "redemption" via their public advocacy of HIV testing and engagement in HIV care and treatment. We propose that the therapeutic citizenship described by the PLHIV we interviewed (per Arendt, their "sharing of words and deeds" that is witnessed by others), is tantamount to their storming the walls of the *polis* -- a subversion of the systemic inequalities that are reinforced through stigma, and a restoration of their visibility and full personhood. In the narratives of PLHIV in these studies, this transformation seems to hold particular emotional power for individuals who had previously had been severely stigmatized in the past, usually in conjunction with their prior severe HIV‐related illnesses. In the case of the peer educators who are systemically disempowered relative to the professional cadre in health systems, its emotional power is derived precisely because of the ways in which it permits PLHIV to subvert hierarchies, because of the social valorization these individuals experience in clinics and communities.

This "redemption" occurs in a specific context of religiosity and evangelical Christianity, one characterized by what historian Adam Ashforth [27](#jia225023-bib-0027){ref-type="ref"} has termed "spiritual insecurity," to describe the efflorescence of religious "enthusiasm" that has converged with HIV/AIDS in sub‐Saharan Africa in recent decades. Ashforth posits that this "spiritual insecurity" precipitated by HIV/AIDS, "the sense of danger, doubt, and fear arising from efforts to manage relations with invisible forces," fed the new religious enthusiasms across Africa. ART, in essence, is providing a profound security for PLHIV. The discourses of public health, which have both led to favourable outcomes and also been coercive, have provided a power that people can deploy to manage these relations and insecurities. In doing so, PLHIV are not only creating a renewed, destigmatized subjecthood, but are leading opinions and playing a pivotal role in shaping new social norms and attitudes related to HIV testing and treatment in eastern Africa.

Because of the necessity to limit both scope and length of this article, the findings presented here include scant attention to counter‐arguments, contradictions in our data, or deviant case analysis. We have elsewhere presented an in‐depth analysis of anxieties surrounding and consequences of public disclosure of HIV status in narratives of PLHIV in the SEARCH study [28](#jia225023-bib-0028){ref-type="ref"}. That analysis revealed that many individuals did resist disclosure because of anticipated stigma, and that there stark gender differentials in negative consequences of disclosure, with women more likely than men to experience violence or abandonment by partners. Our conclusions in that work more directly resonate with Nguyen\'s accounts from West Africa [8](#jia225023-bib-0008){ref-type="ref"} of the moral ambivalence surrounding disclosure, in which he describes how disclosure "can cut both ways: it can create social ties or, alternatively, it can dissolve social bonds." (p. 173) Nguyen has described how disclosure has been deployed as a "weapon" in two overlapping "regimes:" a "confessional regime" that promoted disclosure in "a moral economy of solidarity" (and brokered people\'s entrée into the gay subculture of Côte d\'Ivoire) and a "regime of accusation" that anchored a political economy of inequality in West Africa in the pre‐ "treatment for all" era. Our conclusions in this article, if tentative, are that perhaps as the era of "triage" wanes and the activism that gave impetus to expanded treatment access begins to achieve some of its aims, the punitive forms of therapeutic citizenship may persist, but are also joined by renewed, liberatory forms of citizenship that promise to support the new forms of "biosociality" and subversions of familiar moral‐economic regimes.

The research on the concept of therapeutic citizenship to date has not focused attention to its potential impacts on health systems more broadly, nor to its potential mechanisms of effect on HIV care cascade interventions. Our findings present a response to these new, pragmatic questions. PLHIV have not been conceptualized always as *actors* but rather as *targets,* usually, of HIV interventions. Their importance was not foreseen in START‐ART and SEARCH. Yet, as "advocates for ART" in their communities, PLHIV are playing a vital role in the successful implementation of HIV care cascade interventions. In SEARCH communities, PLHIV are a key social influence on stigma reduction, and are playing a critical role in expanding ART uptake. Thus, the therapeutic citizenship project is possibly a key means through which the universal test and treat approach (at least as deployed by the SEARCH study) may achieve its goals. In turn, there are features of universal test and treat that may enable social change and the functional role of PLHIV in it: in SEARCH, a bolus of persons became newly aware of their status, linked to others with shared experience, and to enhanced treatment resources.

Peers were not envisaged to play a key role in START‐ART, but were enthusiastic boosters of the intervention, readily conveying the new messages employed in the intervention about the benefits of starting ART early. The interviews with peer educators in START‐ART reveal evidence for potentially important mechanisms through which counselling by peers exerts an effect on patients\' HIV care‐seeking behaviours. Peers elicit behaviour change in others via what is termed in marketing "social proof," or, in behavioural theories, via improving positive expectancies regarding the efficacy of ART [29](#jia225023-bib-0029){ref-type="ref"}; they also provide the "vicarious efficacy" that can elicit health‐enhancing changes in behaviour. According to social cognitive theory [30](#jia225023-bib-0030){ref-type="ref"}, when I, an individual, observe another person socially similar to me, succeeding at performing a difficult behaviour (whether it be, in this context, HIV testing, disclosure, starting ART, or other behaviours), I experience "vicarious efficacy," the confidence that "therefore, I can do it too."

These findings have important implications for considerations of the role of peer counsellors in health systems. Many consider PLHIV to have played an important, or even critical, role in the public health response to HIV through a wide range of tasks from community engagement, counselling, tracing lost patients as well as administrative and clerical functions at overwhelmed facilities. Yet, without a formal role in the health system, the sustainability of peer activities has been questioned. Our findings affirm those of Moyer\'s study of the role of peers in the Kenyan health system, in which she concludes that while ART adherence is framed by administrators as the individual responsibility of patients, this framing "conceals the sociality of adherence and undervalues the work of peer mentors in treatment programmes."[31](#jia225023-bib-0031){ref-type="ref"} While experiments to expand the role of peers in health systems are sometimes hampered by managerial challenges and continued questions regarding sustainability [32](#jia225023-bib-0032){ref-type="ref"}, efforts to involve PLHIV in delivering community‐based HIV care show promise for improving adherence [33](#jia225023-bib-0033){ref-type="ref"} and expanding models of care delivery in resource‐poor settings [34](#jia225023-bib-0034){ref-type="ref"}. Yet, there has been little research conducted, to date, to understand and make transparent both the unique effects of peers in public health practice, as well as their unique motivations, attitudes and beliefs about effective HIV care. Such work is needed in order to create a firm evidence base to optimize their role in extending the reach, effectiveness and sustainability of public health practice.

5. Conclusions {#jia225023-sec-0013}
==============

From a policy and practice standpoint, to us, this ongoing therapeutic citizenship project offers tremendous opportunities for the global fight to end the HIV/AIDS epidemic. The benefits of ART for prevention have been limited to date, because 40% (35% to 44%) of PLHIV do not know their HIV status, and 62% (59% to 65%) of PLHIV are not virally suppressed [35](#jia225023-bib-0035){ref-type="ref"}. Yet many PLHIV are already bringing about the social change that can turn the tide of the epidemic and improve the health of their communities -- their efforts must be supported. Yet, care must be taken to keep rights and justice in the forefront, and to let PLHIV lead efforts, rather than to exert new forms of control (for instance by demanding that PLHIV disclose their status -- we know that for some, especially women, this can be dangerous -- or demanding that all PLHIV must start ART as soon as they are diagnosed). Instead, new health systems--community partnerships should be envisioned, which involve PLHIV in leadership roles in interventions, programmes and services. Beyond strengthening the peer counsellor cadre, PLHIV could be empowered to help create new ways of accessing care for others in their communities. Community adherence groups (CAGs), "mentor mothers" for prevention of mother‐to‐child transmission (PMTCT) in prenatal clinics, HIV‐discordant couples conducting outreach and counselling to other discordant couples, peer‐led home‐based care teams, or other models, could proliferate under the leadership of PLHIV. Above all, we are cautioned by Paolo Freire (in his theory of participatory education [36](#jia225023-bib-0036){ref-type="ref"}, to be mindful that the "horizontal process of peers talking among themselves and determining a course of action" is key to peer education\'s influence on behavioural and social change.
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